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ABSTRACT (100-200 WORDS):
No matter what area of communicative disorders a student chooses to pursue
(speech-language pathology, audiology, rehabilitation counseling, etc.), he or she will
undoubtedly be a provider of services to those who have impairments/disabilities

and

their families. Recommended practice supports the participation of a multitude of family
members. This serves to benefit the individual with the impairment/disability.
The study began with basic research. Information was gathered from books,
professional websites, and other sources on the topic of interest. This served to provide a
basic understanding of the deaf and hard of hearing populations and their families, and to
learn data gathering and analysis techniques. It also aided in creating guided interview
questions on the topic of interest.
Interviews with three deaf or hard of hearing persons were conducted. Interviews
were also conducted with three family members of deaf or hard of hearing individuals.

These participants included facu1ty members, staff members, and students of North em
Illinois University.
The method of research is a case study. It was decided that this method will be the
most effective means of depicting a genuine portrayal of family life with a deaf or hard or
hearing individual. The result is a narrative for each participant, describing the impact of
having a family member with hearing loss or being a family member with hearing loss.
Common fmdings included an overall satisfaction and positive experience when
hearing loss is present in the family and a need for families and professionals to
collaborate during intervention and therapy. All participants described additional time
and energy that was spent on raising a member with hearing loss. The participants
stressed difficu1ties in communication and struggles with language development.
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Abstract
No matter what area of communicative disorders a student chooses to pursue
(speech-language pathology, audiology, rehabilitation counseling, etc.), he or she will
undoubtedly be a provider of services to those who have impairments/disabilities

and

their families. Recommended practice supports the participation of a multitude of family
members. This serves to benefit the individual with the impairment/disability.
The study began with basic research. Information was gathered from books,
professional websites, and other sources on the topic of interest. This served to provide a
basic understanding of the deaf and hard of hearing populations and their families, and to
learn data gathering and analysis techniques. It also aided in creating guided interview
questions on the topic of interest.
Interviews with three deaf or hard of hearing persons were conducted. Interviews
were also conducted with three family members of deaf or hard of hearing individuals.
These participants included faculty members, staff members, and students of North em
Illinois University.
The method of research is a case study. It was decided that this method would be
the most effective means of depicting a genuine portrayal of family life with a deaf or
hard of hearing individual. The result is a narrative for each participant, describing the
impact of having a family member with hearing loss or being a family member with
hearing loss.
Common findings included an overall satisfaction and positive experience when
hearing loss is present in the family and a need for families and professionals to
collaborate during intervention and therapy. All participants described additional time
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and energy that was spent on raising a member with hearing loss. The participants
stressed difficulties in communication and struggles with language development.

4

The Family
A clinical concept from the family systems theory hypothesizes that conditions

r./I{)

affecting one family member will ultimately affect all family members (English, 2002).

~

matter what the circumstance, the entire family, as a system, must adjust to it. The
family system in this theory includes not only mother and father, but all brothers, sisters,
and extended family as well.
The most essential idea in the family systems theory is that all components of the
system are interdependent (Luterman, 1987). This means that every member of the family
affects every other member, or change in one member causes changes in all other
members. From a family therapist's point of view, there is no such thing as individual
therapy. Any attempt to change one member of the family will have an impact on the
entire family.
As in many systems, families tend to seek and maintain a sense of "order,
balance, and continuity in their family life" (Luterman, 1987, p. 5). This implies that
families are likely to resist change, although they must accommodate change as they go
through their life cycle. A healthy family would possess clear and direct communication
among all members, roles and responsibilities would be clearly delineated yet the family
would allow for flexibility, intimacy would be prevalent, and there should be a healthy
balance between change and the maintenance of stability (Luterman, 1987).
Implication of Hearing Loss on the Family System
Without knowing a child with hearing loss, it is very difficult to understand what
it is like to have one in the family. And for those who have never encountered a deaf or
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hard of hearing child, it is hard to understand how much difference it can make in a
family.
It has been observed that many children with hearing loss do not have a highly
positive perception of themselves (English, 2002). The development of self-concept does
not come from the self. It is learned by receiving input, feedback, and reactions from
those around us, namely the family (English, 2002). However, self-concept does involve
one's own appraisal of his or her own unique qualities, feelings, and social position, with
those first evaluations tending to come from family members (English, 2002).
Deaf or hard of hearing families (i.e., families with more than one deaf or hard of
hearing member) may have little or no need for adjustment strategies. However, when a
child with hearing loss is born into a hearing family, members need to get as much
information as quickly as possible. Adapting to a deaf or hard of hearing child means
changing the entire family's existing communication patterns. The most crucial problems
that stem from hearing loss are those related to limitations on communication (Ogden,
1996). Generally, deaf or hard of hearing children in hearing families tend to experience a
considerable degree of isolation within both their immediate and extended families
(Spencer, 2000).

d2-

Children who are deaf P(hard of hearing do not have full access to casual
conversation, dinner-table talk, and other auditory activities that bond the family. Unless
the family makes sure that information keeps being presented to the child until the
meaning is made clear, his or her awareness of the world will not evolve (Ogden, 1996).
Everything that happens in the household has meaning. Thus, hearing loss is about
communication, not sound.
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Identification of Hearing Loss
Family frustration due to the lack of an explanation for a child's delay in language
development or in seemingly inappropriate behavior creates tension and raises concern
that something is wrong (Spencer, 2000). Level of stress in the family appears to be
related to the timeliness of the detection of the hearing loss (Meadow-Orlans,

1994). It is

not uncommon for families of children who are deaf or hard of hearing to wait months
from the time a hearing evaluation is complete until the exact nature of the hearing loss is
determined, thus leaving the family confused by unanswered questions about its child's
development and expectations for the future (Spencer, 2000). It is also important to note
that a short time period from the initial suspicion of hearing loss to the diagnosis and
beginning of early intervention services increases success for both the child with the
hearing loss and the family (Spencer, 2000).
For most families, the behaviors associated with a hearing loss are unfamiliar and
are sometimes mistaken as "childhood stubbornness, lack of attentiveness, or slow
development" (Spencer, 2000, p. 134). This is especially true for infants and toddlers
with hearing loss (Spencer, 2000). Hearing parents of young deaf or hard of hearing
children frequently describe them as "aggressive, disobedient, and easily frustrated"
(Spencer, 2000, p. 134). Research over the past several years has shown that the cause of
these disturbances is not necessarily the hearing loss, but is more likely to be explained
by a complex array of the child, family, and environmental variables and interactions. For
example, research indicates that children with sensory impairments commonly use
inappropriate behaviors to replace communication functions such as getting attention,
obtaining a desired object, or avoiding an unpleasant situation (Spencer, 2000).
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Marschark (1993) pointed out that behaviors of children who are deaf or hard of hearing
are remarkably similar to descriptions of hearing children who experience insecure
attachments. In addition, the birth of a deaf or hard of hearing child into a hearing family
''temporarily disrupts the parent-child relationship, family roles, and parental descriptions
in some families, resulting in decreased responsiveness to the child" (Spencer, 2000, p.
134).
Family Concerns
For the child with hearing loss, affiliation is extremely complicated because over
ninety percent of all deaf or hard of hearing children are born to hearing parents
(Luterman, 1987). Social issues in deafness have been compared to a minority group
dynamic and this becomes even more complex when factors such as race, religion, and
ethnicity come into play (Luterman, 1987). Often the family must make a painful choice
between the deaf community and the hearing world of the parents. In considering the
needs of a deaf or hard of hearing child, parents need to reflect carefully and decide for
themselves if they should disrupt other family members for the sake of one child
(McArthur, 1982).
When the child's needs for the deaf community begin to emerge, a great deal
depends on the family's attitude towards deafness (Luterman, 1987). Parents who
struggle to have their deaf or hard of hearing child fit into the hearing world and feel very
threatened by the deaf community usually produce children who may initially reject any
contact with deaf peers (Luterman, 1987). However, later in life, it is an often occurrence
that when deaf children cannot establish fulfilling relationships with hearing children,
including their hearing siblings, they rebel and discover Deaf culture (Luterman, 1987).
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Deaf culture, written with a capitol "D", is a reference to members of the Deaf
community. They are proud to be Deaf and feel that Deafuess is a crucial part of their
identity, valued as much as ethnicity, gender, and religious background (Frasu, 2004).
They are likely to recognize American Sign Language (ASL) as their primary language
and mayor may not use speech to communicate (Frasu, 2004). The term "deaf' is used to
encompass many groups of people, including those who do not identify with the Deaf
community. This definition varies in different regions, but it is usually connected to
people with a severe or profound hearing loss who choose to associate mainly with
hearing people using speech and residual hearing to communicate instead of sign
language (Frasu, 2004). Hard of hearing is usually a term for people with a mild,
moderate, or severe hearing loss who mayor may not be involved in Deaf culture (Frasu,
2004).
Parents
As primary caregivers, parents are the first to mold their child's identity (English,
2002). If parents feel competent and capable of adjusting to the unexpected presence of
hearing loss in their family, the child is more likely to feel accepted, important, and loved
(English, 2002). Conversely, ifparents have difficulty coping with their child's hearing
loss, the child may internalize their reactions as a way to express their limited acceptance
or even rejection of him or her (English, 2002).
Early on and often across time, parents do not always have all of the skills and
resources needed to provide influential and positive messages (English, 2002). From the
moment the diagnosis of hearing loss is made, their lives are different from what they had
expected, and the adjustment process cannot be predicted or hurried. Over time they work
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their way through the expectation of being parents of a "normal" child to the new reality
of being parents of a child with hearing loss, and this process can be harder for some
parents than for others.
Shock is the initial reaction to the diagnosis of hearing loss (Luterman, 1987). The
shock reaction is a self-protective mechanism that is an emotional separation from the
traumatic event (Luterman, 1987). Initially, parents may not be able to process much
information. However, at times all parents feel inadequate to the task of raising a child.
But when parents learn that they have a child with special needs, it means that they are
going to be challenged to be a "special parent". This often provokes a great deal of fear.
There is probably no greater shock than for a mother or father to discover that their child
does not meet their initial expectations. All parents want a happy, healthy child.
Shock can continue for a long time, often merging into denial. Denial is a
psychological defense mechanism that shields out painful knowledge from conscious
awareness (Ogden, 1996). To professionals, denial may seem to interrupt efforts to
initiate an intervention program. However, denial may serve to provide "a time for
parents to search for inner strength and accumulate information" (English, 2002, p. 20).
Respecting the need for parents to pace themselves through the adjustment process, while
they also look after other ongoing family and employment concerns, should be a high
priority for professionals (English, 2002).
Research has shown that families of deaf or hard of hearing children go through
periods of stress particularly when the hearing loss is identified, when the child starts
school, when the child enters adolescence, and when the child enters early adulthood
(Ogden, 1996). At these times, parents must know what to expect from themselves and
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their children. This will make them less likely to be surprised or overwhelmed. When
parents are ready and in need of a support network at these times, they may seek out other
parents of deaf or hard-of-hearing children, deaf or hard of hearing adults, medical
professionals, and educators (Ogden, 1996).
The demonstration of affection towards deaf or hard of hearing children is a
serious issue because, at the time of diagnosis, parents are unsurprisingly upset, and a
vast amount of pressure is placed on the parent-child relationship. Parents are often
devastated by the diagnosis and may be incapable of giving unconditional regard to the
child (Luterman, 1987). The relationship between the child's performance and the
parental expectations also affects the parents' ability to give affection (Luterman, 1987).
This demonstrates the need for professionals to discuss with families what needs to be
done in order to help them accept their deaf or hard of hearing child. Diagnosis and
habilitation needs to be discussed simultaneously with the entire family.
Parents may even express anger toward the child. This anger may come from
unmet expectations. Parents and other family members have many expectations for their
unborn children, never suspecting hearing loss. When they find out that their child does
not hear normally and cannot be cured, they may feel cheated and isolated. Anger also
arises when there is a loss of control (Luterman, 1987). Raising a child with hearing loss
(or any child, for that matter) means loss of personal freedom. There is also another anger
that comes from the frustration of not being able to help their children (Luterman, 1987).
Extended family, such as grandparents, is rarely included in research, but
experience and intuition tell us that they too experience deep grief and conflict when a
child is diagnosed with hearing loss (English, 2002).
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The area in which parents are most likely to fail in is the expectation of
responsibility (Luterman, 1987). Because of unsettled feelings of guilt and vulnerability,
there is a strong propensity for parents to overprotect their child (Luterman, 1987).
For parents, important decisions must be made, such as how to begin
communicating in the most effective way with the child, which modes of communication
to make available to the child through education, what type of school to choose, and what
kinds of professional help to seek for the child. These decisions will affect the child
socially, emotionally, and intellectually all through life.
The role the father plays is obviously different from a mother's, but no less
important. Both the mother and father must establish a healthy attitude of acceptance for
the child (McArthur, 1982). More important than role allocation and even marital status,
it is important for the entire family to function as a unit because a child can sense disunity
with or without full hearing capability (McArthur, 1982). Each member of the family is
another active participant who can do many things that will mold the character of the
child and add to communication skills (McArthur, 1982).
Because hearing loss is usually a new experience, parents tend to go through a
time in which they adjust to what hearing loss means to the family at a given point in
time (English, 2002). Their child's needs will change constantly, and parents may report
feeling inadequate or ill-prepared for the challenges (English, 2002). As the child grows
and changes, so do parental concerns. These concerns typically include "the child's social
circle, life skills, and differences between their child and other children becoming more
apparent, all while managing other concerns such as managing work, meeting the needs
of other children, and marital relationships" (English, 2002, p. 67).
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Effects of Deafness on Marriage
A successful marriage requires many things. There has to be similarity of
values, comfort, and agreement with the role assignment (Luterman, 1987). Research on
the effects of a deaf or hard of hearing child on the parental marriage is not very clear.
There appears to be more reported marital distress among families of children with
special needs (Ariel & Naseef, 2003). The kind of chronic stress that raising a child with
special needs entails can affect relationships at their weakest points. Their families face a
significantly higher divorce rate than families of children without impairments or
disabilities (Kagan, 2001). However, the hearing loss of a child can operate in many
different ways, at times strengthening the family bond and, in other families, being a very
disruptive circumstance (Luterman, 1987).
Future Children
A hidden effect of hearing loss on the family is the decision to have future
children. The decision rests greatly on the family's perception of the degree to which
hearing loss disables the child and their confidence in their ability to manage the stress
caused by the loss (Luterman, 1987). Economic and religious factors could enter into the
decision too. However, sibling position is also crucial. If the deaf or hard of hearing child
is the first born in the family, many parents will want to take the risk of having another
(Luterman, 1987).
Siblings
Siblings help establish the first social environment for the deaf or hard of
hearing child's experiments with peer relationships (Luterman, 1987). They also help to
develop a child's language skills by encouraging him or her to talk and expecting him or
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her to participate in the communicative process (McArthur, 1982). Within the sibling
system children can learn how to resolve conflicts and support each other (Lutennan,
1987). The sibling system also teaches them how to make friends, how to handle failure
and criticism, and how to achieve recognition for their accomplishments (Luterman,
1987).
Siblings of deaf or hard of hearing children are likely to perceive disproportionate
attention to their brother or sister while simultaneously experiencing guilt because they
can hear and their sibling cannot (English, 2002). As a child born with full hearing
capability, siblings often feel the need to be overachievers so as not to further upset
parents. Further resentment may occur when their achievements at school or at home may
be overlooked by fatigued or distracted parents (English, 2002).
The family systems theory predicts that hearing siblings would also have an effect
on the impaired child. One might assume that deaf or hard of hearing children from
families with hearing siblings would have greater socialization skills than deaf or hard of
hearing children with no hearing siblings because they have more experience and practice
communicating with persons with full hearing capability. However, other aspects of
socialization factor in. For example, anger is often present, stemming from many
different sources. Some arise from normal sibling conflict. Other angers emerge from the
frustration of communication difficulties and misunderstandings.

Often, anger or

resentment results from the increased attention that the deaf or hard of hearing child
demands from the other family members. There is also anger due to assuming caretakerlike responsibilities sooner than they would have liked (Luterman, 1987). These issues
may all lead to problems with communication.
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Almost all hearing siblings feel some guilt that they can hear and their sibling
cannot (Luterman, 1987). There is sometimes an increased pressure on the siblings to
perform better to compensate for their deaf or hard of hearing sibling's inadequacies
(Luterman, 1987). It has been noted that sibling position and gender are also important
variables. Often the oldest sisters are given more caretaking responsibilities (Luterman,
1987). Generally speaking however, children adapt to fill parental roles. Brothers and
sisters quickly discover how to talk with deaf or hard of hearing siblings and will take an
interest in plans for improvement (McArthur, 1982).
There needs to be openness within the family so that information is conveyed to
siblings and that there are adequate channels for the expression of feelings. Decisions that
will affect everyone in the family must be discussed together. The sibling needs to feel
that his or her needs are being considered and that he or she is important within the
family.
Communication
One of the main developmental tasks of infancy is to gain a sense of trust with the
primary caregiver (Erikson, 1950). The infant is not just a passive recipient of parental
care. The biological features of infants guarantee that parents will be drawn to them and
provide care. For example, the gaze of the infant into the face of the down-looking
caregiver is an initial way of establishing bond (Ogden, 1996).
In the first few months of life, infants cry and the caregiver fulfills their needs
(Ogden, 1996). Vocal interaction in its earliest stages between the infant and caregiver
takes this bond even further. A typical developing child learns to talk because he or she is
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constantly being talked to and, eventually, the child realizes that the sound of the human
voice is of special value (Gregory, 1976).
By ten months of age, the infant learns to use gestures as well as vocalizations to
attract attention or make demands, and can even play simple games (Ogden, 1996). By
thirteen months of age, the child will usually show signs of more elaborate
communication, such as cooing and babbling (Ogden, 1997). These sounds are the
beginnings of speech and language. For deaf or hard of hearing infants, parents need to
find a way to offer visual alternatives to the sounds that hearing children depend on.
"Babies whose parents express their attentiveness, interest, and dependability visually
through expression and gesture learn language more quickly than other babies" (Ogden,
1996, p. 47). Parents may try holding the child's attention through eye contact, using
signs as soon as possible, and by using gestures while talking (Ogden, 1996).
Although the education of deaf and hard of hearing children has changed
dramatically with better and earlier intervention, a hearing loss may not be discovered
until the child displays a speech or language delay. As mentioned earlier, for the child
with little residual hearing, language must be accessible visually, either through
speechreading, sign language, or cues (Spencer, 2000). Young children who are deaf or
hard of hearing in hearing families are at risk for delays if there are no adult language
models consistently available to them (Spencer, 2000).
Without skills for effective communication, families are also unable to share an
understanding of culture and values which are fundamental in the development of
positive self-identity and self-esteem (Spencer, 2000). The acquisition of language,
whether signed or spoken, depends on the degree to which family members are
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responsive to their child's unique communication needs and to the extent that children are
able to access and process the language visually or auditorily (Spencer, 2000).
Early intervention designed to assist families to promote the growth and
development of the deaf or hard of hearing child has been the goal offamily advocates
and policymakers for many years. This approach calls for the development of
partnerships with families in planning and implementing early intervention services.
Although this type of service is ideal, "families with deaf or hard of hearing children are
extremely heterogeneous in their culture, language, economic resources, family structure,
and individual differences in children" (Spencer, 2000, p. 135). Sensitivity and
understanding of each family's unique viewpoints and the issues and concerns that are
most important to them are absolutely necessary for professionals who wish to provide
effective and appropriate early intervention services.
When hearing loss is detected late, language development is already delayed.
Children are more likely to perform below their grade level, and are more likely to be
held back, drop out of school, and fail to earn a high school diploma (Guidelines, 2004).
These consequences are in sharp contrast to those for children who are identified early,
receive early intervention services, and then function at the level of their hearing peers by
the time they enter school (Guidelines, 2004).
Children will depend on their mode of communication to tell the world who they
are. They will depend on the mode or modes used to express what they need and want
and to fulfill their impulses to play, explore, innovate, and network with others. The
communication mode chosen should accommodate the child's temperament and the
family'S willingness and readiness to learn it (Ogden, 1996).
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The oral versus signing controversy has been around for years and probably will
continue so for years to come. However, the world is hearing and there are advantages to
both systems (Biehl, 1992). Oralists believe in teaching children who are deaf or hard of
hearing to communicate exclusively in spoken language. They promote the teaching of
speech, speecbreading, and the utilization and amplification of whatever residual hearing
a child may have (Ogden, 1996). Manualists prefer teaching children who are deaf or
hard of hearing to communicate with a visual sign system. Some manualists believe sign
should be used alone and others promote the combination of visual signs with oral
communication techniques (Ogden, 1996). Total communication is a combination of
oralism, manualism, auditory training, and visual aids (Ogden, 1996). It includes
everything necessary to give the child access to language. Another method of
communication is Conceptually Accurate Signed English (CASE) which combines
English grammatical structures with American Sign Language signs, initialized signs,
fingerspelling and specific American Sign Language linguistic principles (Styles of
Communication, 2005).
The usual image of a deaf person is someone who gestures or speaks with their
hands. However, the goal of communication is to get children integrated into larger
society, which involves communicating with hearing people (Gregory, 1976). Of course,
there are varying degrees of hearing ranging from normal to total deafness that will
influence the most effective mode of communication.
For those with hearing loss, the visual channel must be used both to take in
language and to observe objects and events in the environment. Given the limitations of
hearing loss, helping a deaf or hard of hearing child develop conversational tum-taking
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skills is especially challenging, even for a parent with hearing loss (Spencer, 2000). The
problem is heightened at five or six months of age because, at this time, all children start
to focus on objects and may go through a period when they actually avoid looking at their
caretakers (Spencer, 2000). This new interest in objects complicates interaction for any
family, but the stakes are particularly high for families of children with hearing loss
because mature communication relies to a great extent on attention to the face (Spencer,
2000). For those who are deaf or hard of hearing, having eye contact with those they are
talking to is also very important emotionally (Spencer, 2000). Strategies for gaining the
child's attention and maintaining language input may include breaking the child's line of
gaze by using movements of the hands and body, touching the child frequently during
communication, pointing to direct attention, using shorter utterances, positioning oneself
and objects in the child's visual field, or even reducing the frequency of communication
so that important aspects are recognized as worthy of attention. (Spencer, 2000).
Deaf parents of deaf children may provide important insight for hearing parents
and early interventionists regarding the best possible strategies for communicating with
children who are deaf or hard of hearing. Having grown up themselves without hearing,
these deaf parents may model intuitive parenting in ways that have been largely ignored.
Even deaf parents who do not use a formal system of sign communication seem to
integrate gestures to a great extent during spoken interactions with their deaf children
(Spencer, 2000). However, many hearing parents with deaf or hard of hearing infants also
quickly become skillful at enhancing their visual and tactile stimulation (Spencer, 2000).
A number of other characteristic behaviors of deaf parents interacting with their
young children have been identified, all of which may contribute to the successful
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mastery of turn-taking. In addition to their ability to provide accessible linguistic input
from birth, "deaf mothers also instinctively accommodate their children's perceptual
abilities by communicating in a Motherese register, namely by signing larger and more
slowly than in conversation with adults and employing more repetition" (Spencer, 2000,
p. 23). They also use a great deal of positive facial expression, utilize touch, and modify
the placement of their signs (Spencer, 2000).
Another dimension that may be important in supporting turn-taking development
is parental responsiveness. Differences have been found in deaf and hearing mothers'
responses to spontaneous looks from their children. Koester, Brooks, and Traci (1996)
found that "deaf mothers were significantly more likely than hearing mothers to respond
in the visual modality when the infant directed eye gaze toward the mother" (p. 5). The
mothers' responses included "exaggerated facial expression, head-nodding or looming,
fmger play, gestures, as well as sign language" (p. 4). Kyle, Woll, and Ackerman (1989)
observed that deaf mothers treat their child's eye contact almost as a request and
suggested that for hearing mothers "the idea that requests from the child come through
eye contact is rather alien" (p. 46), which may cause them to miss many of the child's
early attempts for communication.
A number of researchers have reported that hearing mothers tend to be highly
directive with deaf or hard of hearing children and as a result may not be adequately
sensitive to the child's need to explore the surroundings visually (Spencer, 2000). The
developmental and educational delays experienced by some deaf or hard of hearing
children may be the result of the difficulties that hearing parents have in making the
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necessary adaptations or providing the scaffolding needed to help transmit knowledge
and skills to the child with hearing loss.
Because hearing loss affects communication skills, it directly affects learning
during the school years (McArthur, 1982). Parents of a child with hearing loss should be
aware of the learning problems that may confront a school-aged child with hearing loss.
There are usually things that can be done earlier in time that can ease later difficulties.
Problems to expect may include difficulties with grammar, reading skills, vocabulary
such as idioms and figures of speech, and social conversation (McArthur, 1982).
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By following concepts from the family systems theory, one can begin to
understand the implication of hearing loss on the family system. Such concerns of the
family may include the initial identification of hearing loss, the ways in which hearing
loss affects relationships between particular members of a family, and communication
between family members. The following section includes six narratives intended to
genuinely portray family life with a deaf or hard of hearing individual. The data for each
narrative was collected by means of a guided interview that was conducted with each
participant. The guided interview consisted of several questions meant to encourage
participants to describe the impact of either having a family with hearing loss or being a
family member with hearing loss.
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An Older Brother of a Teenager Who is Hard of Hearing
Joe is a twenty-two year old student. He comes:from a Hispanic family. When he
is not attending college, he lives at home with his mother who is forty-seven and his
brother who is seventeen. His father, age forty-five, does not live with the family as he
and Joe's mother are separated. Joe and his brother were born in a Southern state. When
Joe was ten years old, the family moved to Illinois.
Joe's brother, Tom, is hard of hearing. Joe describes Tom's hearing loss as stable,
about twenty percent, bilateral, and conductive, which means that it is caused by
interference with sound transmission through the external canal, middle ear, or ossicles.
Tom currently attends high school and excels in soccer. "I could easily see him going
pro," says Joe, smiling.
Joe feels that his family is close. "We're a traditional Hispanic family," he says.
Until his parents' separation in 2000, both were very involved in Tom's education and
services. "Since he was two and a halt: he's always had the newest hearing aids," Joe
says. The brothers are very close and Joe feels he serves as a role model for Tom.
Although they went through typical sibling rivalry, Joe now feels that his brother looks
up to him and follows his choices and actions. Joe feels that he and his brother have had a
happy childhood and a "good life so far".
When Tom was born, Joe was around four years old and remembers his brother's
early behavior. The family did not suspect a hearing loss until Tom was a toddler. Joe
claims that his brother was a "cranky" child and the family suspected a hearing loss when
they realized that Tom was not responding to sound. Shortly after that, the family went
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through a diagnostic process with doctors, audiologists, and other professionals. In Joe's
opinion, the audiologists that worked with his family were the most helpful.
After the diagnosis was made Joe feels that he reacted to his brother's hearing loss
just as he would any other impairment or disability. "His hearing aids were like glasses to
me. 1 had glasses when 1 was little," he shares. Joe also believes that Tom's hearing loss
has motivated him to excel in other areas, like soccer.
Besides being a teenager who is hard of hearing, Tom was also born into a
Hispanic, bilingual family. They have relatives in Mexico and partake in Hispanic
culture. Everyone in their immediate family speaks Spanish. However, at the time of
Tom's diagnosis, audiologists felt bilingualism would be too confusing and encouraged
the family to use only English when communicating with Tom. Thus, Tom is not
proficient in Spanish. Joe recalls family trips to Mexico where extended family members
speak exclusively in Spanish. Although extended family members are friendly towards
Tom and have made efforts to learn more English, he is understandably shy in their
presence and "shuts himself off to everyone". However, Joe notes that Tom was more
social during the family's last trip to Mexico.
When Tom was a very young child, his speech was a mixture of English and
Spanish. "No one outside our family understood him," Joe says. Joe also shares that there
was a time when he worried that Tom would never learn English and become a social
outcast.
As an older brother, Joe has offered Tom emotional support by not treating him
any differently because of his hearing loss. When others ask about Tom, Joe tries to help
them understand his hearing loss. "I tell them to cover up their ears. That's how much he
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hears," he says. For as long as he can remember, Joe has gotten angry when someone
ridicules his brother. He recalls neighborhood feuds with other children and a basketball
coach who used to make insulting comments about Tom. He remembers earlier in his
childhood when Tom was in special education classes, but insists that Tom was "never
ostracized". He cannot remember ever feeling embarrassed by his brother. Nowadays, Joe
is less protective.
Overall, Joe feels his family, both immediate and extended, has been a source of
support for Tom. He mentions that Tom is very popular and social at his high school. Joe
describes him as "more of a jock" these days. "He grew out his hair to cover up his
hearing aids and it's kind of a trend now," he says. When Tom was a child, he had some
hard of hearing friends, but most of his friends now have full hearing capability. Within
their immediate family, Joe feels that his parents were more protective of Tom because of
his hearing loss. Joe was always more independent and Tom received more attention.
Joe admits that he did experience some jealousy towards Tom, not due to his
hearing loss, but mainly because of their parent's dedication to Tom's soccer games and
practices. At times, he also felt overly responsible and that when Tom got into trouble
that he was "let off too easy".
At home, Joe communicates with Tom as though he is "talking to any other
person". Tom used to use American Sign Language, but now relies solely on oral
communication. The only modification that sometimes needs to be made while
communicating with Tom is occasional shouting when he does not understand what is
being said. Joe laughs as he describes how Tom uses his hearing loss to his advantage by
avoiding chores, claiming he could not hear his parents' commands.
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A common obstacle for families with a deaf or hard of hearing member is dinner
table conversation. Whenever the family began speaking Spanish, Joe's mother insisted
that they use English so that Tom could participate. Whenever Tom does not understand
a message, the family members usually try speaking louder, explaining the message
differently, or being more direct "Sometimes he has the T.V. really loud, like more than
needed," says Joe, referring to Tom. The family also regularly uses captioning on their
television.
According to Joe, Tom still struggles with grammar, does not enjoy reading, and
"slacks in school". Although their parents are extremely proud of Tom, they push him to
try harder in his academics. Joe believes that Tom's behavior is most likely a
combination of his hearing loss and his unique personality. "His hearing loss is part of
who he is," says Joe. He then explains their personality differences. Joe enjoys quiet
reading, while Tom is always active.
When asked how his brother has influenced him, Joe says, "I view disability with
more understanding. I don't feel sorry for him. I'm open-minded, like colorblind is to
race". He also feels that he could someday handle having a child of his own with hearing
loss and he is now aware that "lots of things could go wrong" when expecting a child. If
anything, Joe feels that his brother was cheated out of the Spanish language and Hispanic
culture. With the knowledge that he and his family have now, they feel bilingualism
could have been a possibility for Tom.

26

A Woman with Profound Hearing Loss
Amanda is a forty year-old Caucasian woman who is currently attending graduate
school. She was born with a profound, sensorineural hearing loss, which is caused by
disorders of the cochlear division of the auditory nerve, the cochlea, or the retrocochlear
nerve tracts. Although she presently lives alone, she grew up with her mother, father, and
older sister in a different state. Both her mother and father worked full-time. When
Amanda was seven years old, her family came to Illinois and then moved a lot throughout
the state during her childhood. Together, they enjoy traveling, skiing, music, and sports,
and her mother likes to cook.
When Amanda's hearing loss was diagnosed, she says that her mother was
"devastated and experienced a lot of grief'. She also remembers some resentment and
disappointment from her mother. "She wishes 1 could hear things", Amanda shares.
NOWadays, her mother sees deafuess in a more positive light. "She sees more deaf people
succeed and loves who 1 am," says Amanda.
Amanda realized that she was different from her hearing family members when
she was about three years old. Most of the information that she obtained about deafuess
was from her mother, although she did have experiences with audiologists and speechlanguage pathologists.
Currently, Amanda does not spend much time with her family due to
communication difficulties. "I love my family, but we don't interact much," she says,
"Just Christmas and dinners because they don't sign." Even on special occasions such as
holidays, gatherings, and vacations, it is not uncommon for Amanda to feel isolated. "I
feel like they're just tugging me along. 1 do what they want to do." Despite the
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communication barriers, Amanda feels that her relationship with her mother, father, and
sister is good.
Growing up, Amanda was active in sports. She enjoyed sports because she liked
being around others and keeping busy. "I felt left out of my family and frustrated," she
declares. In spite of her struggles to communicate with her family, she still feels that they
were supportive of her schoolwork and making friends. She also remembers difficulty
communicating on the telephone. "I had my mom call my friends and boyfriend," she
says.
"I use ASL probably ninety-five percent of the time," Amanda shares. She is also
fluent in Signed English and oral communication. When asked what mode of
communication she prefers, she replies, "It depends who I'm talking to." Amanda began
learning Signed English when she was seven and learned American Sign Language when
she was in high school.
Throughout her life, Amanda feels that her family has been both a source of
support and stress. Her parents always tried to be involved in aspects of her life such as
homework, her classes, and open houses for school. They never expressed any negativity
towards her hearing loss. In fact, they were an important influence by encouraging her to
finish school. Amanda admits that at times there was frustration coming from both her
and her family members. "I was kind of a troublemaker for awhile," she says grinning.
However, she does feel that she can discuss important, personal matters with her family,
especially her mother.
From age three to twenty-two Amanda wore hearing aids, but removed them
when she developed tinnitus, which is a noise in the ears, such as ringing or buzzing. At

28
this time she was also released from speech therapy. These days, Amanda has declared
that she is happy about her hearing loss. There are certain things that she used to want to
do, such as sing, but now she proclaims, "I'm proud to be deaf. 1 like to be different."
According to Amanda, she has always been proud of her hearing loss.
An important part of Amanda's identity is Deaf culture. She feels that Deaf
culture has supported her in ways that her family has not, mainly through signing. Her
mother and sister have basic signing skills, but her father does not have any. "My mom
will fingerspell if 1 don't understand and my dad will write things down. He gets mad
when she stands behind him and fingerspells." Amanda is active in Deaf clubs,
volunteers, attends workshops, and goes out a lot with Deaf friends. "They support me. 1
feel included," she says.
There is also another side of deafness that Amanda has experienced. She has
experienced discrimination on many different occasions. She recalls being sixteen years
old and trying to find a part-time job. After several attempts with no success, her sister
threatened to quit her job at a local grocery store unless they hired Amanda. Amanda also
describes a lot of "can'ts" from people, meaning they were constantly telling her the
things that she could not do. With good intentions, some other people always felt that she
needed help or assistance with everything by saying, "I'll do it" or "I'll take care of it" to
her. She also remembers fighting with children in her neighborhood because they made
fun of her hearing loss.
Another situation that Amanda frequently experiences is public interactions with
people who know absolutely nothing about hearing loss. "I get odd questions," she says.
"People always ask if 1 can drive and I'm like, 1 have eyes!" Amanda then recalls a time

29
when she was getting a manicure from an Asian woman ~ho asked her if she sleeps. "I
thought that maybe since she was not from this country that she had never met a deaf
person," she explains. "I explained it by telling her my ears were broken." On another
occasion, Amanda was at a grocery store when a woman was trying to tell her something.
Amanda then tried to tell the woman that she is deaf. "She just walked away," Amanda
says. Amanda encourages strangers to communicate their messages in any way possible.
"Write it down. Don't walk away," she says. Even though questions from strangers may
seem odd and invasive at times, Amanda says that she likes to help others learn about her
culture. "People will ask me for signs. A lot of the time they want to know bad words."
She also notes that people from other countries tend to respond with more patience and
sensitivity towards hearing loss than they do in the United States.
Despite the discrimination that Amanda has received from others, her family tried
not to treat her differently. They often tried to get her involved in communication,
especially at the dinner table. "They summarized it, but 1 knew they said more than what
they were telling me," she says.
Amanda is not married and does not have any children. But if she were to raise a
deaf child, she thinks he or she might have a better and easier life than she had. "I think
having a deaf child would be great," she says, "Very cool. But 1 would worry about
barriers in work and school." When asked what mode of communication she might use
with her child, Amanda responds, "Just ASL, maybe a little total", referring to total
communication.
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A Younger Brother of a Man with Profound Hearing Loss
Mike is a forty-eight year old Caucasian man. He currently teaches at a university.
He grew up in a Midwestern state with his mother, father, and older brother, Sam, who
has a profound, congenital hearing loss and is "borderline mentally retarded". Mike
shares that his family enjoyed camping, swimming, participating in boy scouts, and
volunteering in order to help children and adults with disabilities.
Even with his profound hearing loss, while attending school, Sam was encouraged
to use oral communication. Because of his profound hearing loss and below average
cognition, Sam developed very few language skills. "I believe it was a bad philosophy.
He left school at sixteen with a one to two-hundred word vocabulary," says Mike. These
days, Mike communicates with Sam mainly with Conceptually Accurate Signed English,
which combines English grammatical order with American Sign Language signs. Sam
now uses very little oral communication. "He might say hello or his name," Mike says.
Mike recalls how difficult it was to communicate with Sam because he had so little
language. "There was no way to tell him that my dad had died. He just wasn't there
anymore," Mike says.
Mike always knew that Sam was deaf because Sam was born before him. Mike
got most of his information about Sam's hearing loss from their parents. Mike explains
that his family wished Sam was not deaf, but that they accepted his hearing loss and
understood that it could not be changed. "They saw it as a test of faith," he shares,
referring to his parents. Mike learned more about his brother while attending college. "I
realized he's not just deaf and he's not representative of all deaf people. He's definitely a
lower-functioning deaf person. He has low language and vocabulary skills," he says.
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Mike remembers that a lot of effort went into raising Sam. "Sam's needs were
different than mine and I was an easy kid to raise," he says. Their mother was more
involved with Sam because their father was at work during the day. Mike's parents
expected him to be a good student and frequently reminded him that he was lucky
because he was not like Sam. Their family interacted in a very positive way, however. As
mentioned earlier, they were very close-knit, completing volunteer work together and
going on camping trips. They were involved in Sam's life as much as they could be. "We
were a very intact family," Mike says.
Sam now lives in an apartment in close geographic proximity to Mike. "I literally
inherited him a year ago. He's a major responsibility," he declares. Prior to this time,
Sam lived in the South with their mother. After she moved into a nursing home, Sam
came to Illinois to live with Mike. The last year has been a "huge stress" for Mike and
most likely for Sam too. Mike has devoted a lot of time, money, emotion, and energy to
his brother's care and well-being. Mike describes their relationship as "Okay. It's really
more of a caretaker relationship," he says. He feels this has much to do with Sam's low
language skills. Since his move, Sam now works twelve hours a week at a local grocery
store where he bags groceries. "Concrete things like bagging groceries are easy for him,
but he has trouble with abstract stufflike feelings," Mike says.
Mike has also realized that there is nothing he can do to change his brother's life
circumstances. However, his family experiences have also been an opportunity to learn
about deafness and disability, and he would not trade Sam for a hearing sibling. "I've
learned patience," he says, "And I really think Sam's happy with his life." Mike also
states, "I'm stable for him. He knows he's taken care of."
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Mike feels that growing up with his Sam has reflected on him now. He used to be
embarrassed of Sam when he was younger. "1 hated that he was different. But 1have
more confidence and knowledge now," he says. As a child, Mike quickly realized that
having a brother with low language skills and profound hearing loss was a benefit at
times. "I'd break something and then blame it on Sam. It wasn't like he could tell on me,"
he says laughing.
If Mike could change anything for Sam it would be language. So much time and
effort was wasted on teaching Sam proper speech, but he was never explicitly taught
language. "He would have learned sign language. It would have changed everything,"
Mike says.
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A Mother of Two Children with Hearing Loss
Linda is a fifty-seven year old Caucasian woman who is a faculty member at a
university. She and her husband have a daughter, Sara, who is seventeen years old and
has a severe to profound sensorineural, bilateral hearing loss. They also have a son,
Steve, who has congenital atresia/microtia, which is a lack of opening of the ear canal
that causes smaller outer ears and facial defects. This means that Steve has a bilateral,
conductive, sixty decibel hearing loss. They also have another son who is sixteen years
old. He has normal hearing. Together, the family enjoys traveling, board games, going to
museums, and attending plays and shows. "We get along very well. I'm blessed with
three great kids," Linda shares.
Both Steve and Sara were adopted from Asian countries. Sara came to the United
States when she was seven and a half months old. Linda and her husband did not know
that Sara was deaf upon her arrival. In her native country, her early hearing tests were
normal, although doctors did suspect a loss due to some developmental issues that she
was having. Sara was later retested in the United States at eight months and identified for
hearing loss when she was thirteen months old. Linda and her husband knew about
Steve's hearing loss before he arrived in the country when he was thirteen months old.
Since his loss is conductive and sound is not distorted, he hears normally with
amplification.
When Sara's hearing loss was identified, Linda remembers going through the
grieving process. "I went through about twenty-four hours of crying. 1 was depressed. I
had to let go of that hearing child," she says. Being in the field of deafuess rehabilitation,
\

Linda immediately began signing with Sara. This was also the time when Linda became
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active in The American Society for Deaf Children, which is a parent organization.
Needless to say ~Linda has been very involved in services for her children. She admits
that her prior knowledge and contacts made it easier to cope, however.
Steve currently has a bone-anchored hearing aid. His condition is potentially
correctable with surgery, although he likes himself the way he is right now. "We've
talked about plastic surgery and he says, "Mom, ears come in all sizes and mine are
small," Linda shares. "He's very confident now, but he may change his mind later," she
says. Linda feels the same way. She feels that hearing loss is part of who her children are,
just like their hair or eyes.
While Sara and Steve were growing up, Linda believes that their hearing losses
were minimized. She explains that they both have excellent communication skills.
However, it is more difficult for extended family members to communicate because they
do not have signing skills. Her husband has not been as involved with the children and
did not spend as much time advocating for services, but he was supportive. Linda says
that she has made effort to not be overly protective and controlling of her children.
Everyone in their family possesses at least some signing skills. Sara, who is a
freshman in college, communicates by signing at home but was raised with a mixture of
oral and manual communication. Specifically, she uses Conceptually Accurate Signed
English. They chose this mode of communication mainly for the sake of Linda's husband
who was not comfortable using American Sign Language. Steve has some signing skills
but is not proficient.
From the day they arrived, Linda has provided all of her children with emotional
support, especially her daughter because she is a deaf woman and her condition is not
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correctable. Throughout her life, Sara has been exposed to Deaf culture. From an early
age, she has met many Deaf leaders, attended conferences, and even co-presented at a
conference with Linda at age twelve. She is also active in the National Association for the
Deaf, Deaf Way, and the National Asian Deaf Association.
From the time her children were infants Linda has had many questions from
curious strangers. "Since they're Asian, people will ask if they're real brother and sister,"
she says. "A woman once asked me how much they cost," she discloses. Divulging
information about her children to strangers depends on how they approach the subject. "If
someone asks if they're deaf, I say yes. But it's their choice to tell their stories," she
explains. If Sara and Steve do not understand something, it is also their responsibility to
ask for interpretation. From early on, Sara was responsible for contacting interpreters
herself when they were needed for events.
The family also regularly uses captioning on their television. Linda feels that
modem technology has been extremely helpful for those who have a hearing loss. Sara
uses a T. Mobile Sidekick while she is away at college and the family communicates
regularly via electronic mail.
At seventeen, Sara has already experienced most of her teenage years. "She's
responsible for her school books and spending money," says Linda. Like most teenagers
and college students, Sara has applied for summer jobs. One particular experience that
Linda remembers has to do with the popular department store TJ Maxx. Apparently the
store was hiring and management was excited when they read Sara's application.
Immediately after she revealed that she is deaf, they claimed they were no longer hiring.
The family experienced similar situations while Sara was in the process of choosing a
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college, mainly because of conflicts scheduling an interpreter. Some schools even
suggested that she might be better off at a larger university that offered more services for
deaf individuals. "You have to pick your battles," Linda explains. She states that she has
filed an Americans with Disabilities Act complaint when a Disney cruise failed to
provide an interpreter for the family even with a prior request. They went through similar
difficulties when Sara participated in girl scouts and while she was taking swimming
classes at a local Young Men's Christian Association.
Overall, Linda feels that her family life could not be better. "I've learned more
about deafuess from my children than from all of my years in the profession and it has
influenced my research on parents and their deaf children," she says. If Linda could, she
would create more options for gifted deaf students, like Sara. In deaf schools, there are
opportunities for socialization, but hearing schools typically offer better academic
programs and less socialization for deaf students.
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A Hard of Hearing Woman
Kelly was born hard of hearing. She is thirty-six years old, Caucasian, and a staff
member at a university. She is now married and lives with her husband, but grew up in a
large family in the Midwest. Along with her mother and father, she has five sisters and
two brothers. Out of eight children, she was the third born and the first hard of hearing
child in the family. She describes her hearing loss as severe to profound, sensorineural,
and bilateral. Growing up, the family spent a lot of time playing outdoor sports and
attending school functions.
Kelly feels that her family is like any other. They are very close and
communication is always open. "My parents had the best of interests for us. They were
supportive, but strict, for sure," she says. She also feels that because her family was so
large and her siblings were so close in age, that they were closer. "We had normal sibling
rivalry and we didn't have a lot of money, but we were okay with what we had," Kelly
says. Presently, she is especially close to her mother and one of her sisters.
Along with Kelly, her father, second brother, and last two sisters are hard of
hearing. Because Kelly was the first hard of hearing child in the family, she received a lot
more attention than the others. Her parents wanted the best education for her and
although her hearing brothers and sisters went to Catholic school, she was mainstreamed
in the public school system so that she could receive the best services while experiencing
the hearing world. Kelly realized that she was hard of hearing when she took a different
bus to school than her hearing siblings and did not wear a school uniform. The fact that
Kelly'S father had a hearing loss eased her reaction. "I was jealous sometimes," she says,
"I wanted to wear a uniform like my brothers and sisters." She felt isolated from her

38
family at times, especially during meals. "I felt isolated when we were eating and they
were all yacking away and I couldn't catch everything," she says.
Besides learning about hearing loss from her parents, Kelly also got information,
such as impacts and educational goals, from her school at individualized educational plan
(IEP) meetings. She fondly remembers a teacher that she had for eight years who was
very influential on her. "She would push, push, push for me to do my best. It's because of
her I'm successful," she declares.
As Kelly grew older, she knew her family accepted her for who she was. "I had
one sister who resented me because I got more attention from my parents. They would
just drop her off at cheerleading, but come to my hearing tests. It also bothered her that I
got more financial aid for college because of my "disability"," she shares. There was a
time when Kelly also resented her hearing loss, mainly because she was unable to join the
military. "I'm blessed with the residual hearing that I have and I'm a more sensitive and
compassionate person. But it's been an inconvenience. I've missed some goals."
Kelly does not feel that she has experienced any discrimination as an individual
with hearing loss. But when with a group friends at a restaurant, for example, they are
typically placed in the back because of their signing. She also feels that the telephone is
discriminatory to those with hearing loss, but not purposely. She typically cannot hear on
the phone, especially when there is background noise. "My mom forgets sometimes.
She'll do dishes when we're on the phone and even at the house she'll have her back
turned while were talking." When Kelly is in public, people are usually shocked if they
happen to learn that she is hard of hearing. She admits that she used to be very selfconscious. "But I overcame that a long time ago," she shares. Something that has made a
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difference to her family is closed captioning on the television. "It changed everything,"
she says, "Especially for my dad. He didn't used to like TV." She then recalls
modifications that the family had to make for get-togethers and church. "We would
always sit in front for the interpreter," she says.
While in school Kelly learned Signed English because it was the preferred mode
there. She did not learn American Sign Language until college and now uses
Conceptually Accurate Signed English. "I identify with Deaf culture in some aspects, but
1 believe that hard of hearing has its own culture", she says. She estimates that her
husband uses oral communication sixty percent of the time and signs forty percent of the
time. She attributes the forty percent to times when she cannot understand what he is
saying or she does not have her hearing aids on. Within her immediate family, her hard of
hearing siblings have some signing skills, but they are not as proficient as she is.
Kelly feels that her family has influenced her to be organized, take on a
caretaking role, and to have fun. "We all watched out for the others. I think that carried
over," she says. She feels that marriage is "great" and tries to utilize the values that her
parents instilled in her. If she were to have children, she would have the same intentions
as her family did. She realizes that there are now better and more informed choices and
more resources, such as assistive technology, for those who are deaf or hard of hearing.
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A Man with Severe to Profound Hearing Loss
Matt is a thirty-year-old Caucasian male with a severe to profound hearing loss.
He developed hearing loss at four years of age when he acquired spinal meningitis.
Although he does not currently live with his family, he grew up in a Chicago suburb with
his mother, father, older brother, and older sister. When Matt's family is together, they
like to camp, play soccer, watch sports, and travel.
While growing up, Matt communicated with his family by using oral
communication and by speechreading. He describes his relationship with his family as
"somewhat close". He also notes that he, his sister, and mother were especially close,
mainly because his brother is nine years older than him. To this day, Matt feels that his
mother and close friends were the most helpful to him as he grew up with a hearing loss.
He feels that he has experienced some struggles in his life due to "not really fitting in".
"My mother has always been my biggest support through fighting with the school district
with funding," he says.
"I was too young to remember my reaction to my hearing loss," Matt says, "But 1
was told that 1 was confused, angry, and frustrated." Matt's brother has never seen him as
being deaf and his family continues to understand, support, and encourage him. When
asked ifhis family has ever treated him differently because of his hearing loss, Matt
replies, "Not that 1 can remember or know of, but maybe with too much caution or being
overly-protective."

However, Matt feels they have also caused him some stress over the

years due to some very high expectations. In his own opinion, "I have my days of
acceptance and 1 have my days of non-acceptance," he says, referring to his hearing loss.
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When strangers ask Matt about his hearing loss, he answers, "Without hesitation
and 1 give my honest opinion. It is up to them to honor and accept the answer." When
asked if he has ever experienced acts of discrimination due to his hearing loss, he just
laughs and says, ''Too many to remember!" As Matt has grown older, he feels that he has
become stronger, but also admits that at times he is still frustrated. He is fluent in
American Sign Language and Signed English, which he began learning at age five, but
speaks more than he signs. No one in his family has fluent signing skills, which
occasionally poses a communication barrier. Matt shares, "I support Deaf culture but
have never really fit in because 1 function so well in the hearing world."
When it comes to important, personal matters, Matt feels that he can consult with
his family members to an extent. "It depends on the personal matter," he says. The only
time he truly feels isolated is when he occasionally cannot understand conversations that
his family members are having. Otherwise, "When we're in a group, 1 forget I'm deaf,"
he shares.
Overall, Matt's family has influenced him ''to be proud and not change for
anybody". Referring to the future, Matt states, "I'd have no problem if my child was deaf.
1 prefer to marry a hearing girl, but 1 will sign to my children from the day they are born."
Matt also stresses the importance of encouraging equal communication within the family
by signing and repeating important information when needed. Although Matt sometimes
has to work hard to keep up with conversations occurring in his family, and he feels that
he is constantly educating them, he sees his hearing loss in a positive light. "I'm sure they
wish it didn't happen, but 1know it's a part of who 1 am and it's actually a strength of
mine, not a weakness".
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Findings
In summary, these six interviews allowed for a genuine portrayal of relationships
in the family when a deaf or hard of hearing member is present. Of course, given the
small number of participants, conclusions need to be made with caution, as every family
is unique and will have different experiences.
The most common finding in this study is that, while each family went through
difficult times, they all found ways of accepting their deaf or hard of hearing members
and adapting to their needs. Some families bonded through sports, others are taking
advantage of the surge in modem technology and wireless communication, and others
have been brought closer by uncontrollable circumstances, such as an aging parent.
Needless to say, times are changing and so are families. There once was a time
when families were saddened upon the arrival of a child born with hearing loss. These
children's special needs were often ignored and they were pressured to conform to a
hearing world. Although families still have expectations for a perfectly healthy child, and
probably always will, early intervention and family-based therapy programs are making it
easier to create a support network between families and professionals, involving the
entire family in the therapy process. All of the participants in this study indicated that
hearing loss has had a positive impact on their lives and most would take pride in raising
a deaf or hard of hearing child.
Families have also become more diverse with single-parent households,
interracial marriages, and stepfamilies. Situations that were once considered taboo and
unthinkable are now being accepted as the norm. The participants in this study have
found many different ways to accept hearing loss in their daily lives. People now
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understand that those with hearing loss can be valuable assets to society, devoted family
members, and successful in life.
The results from this study indicate that having family support is critical.
Although all participants could identify their positive experiences, they also experienced
situations that were somewhat negative. Many participants discussed the extra energy that
went into raising a child with hearing loss, from coping with undesirable behavior to
attending doctor and audiologist appointments, speech therapy sessions, and special
education meetings. All participants report being confronted by strangers in the
community about either themselves or their family member with hearing loss. Although
some comments were very judgmental, most of the participants are now comfortable, and
even enjoy helping others learn about hearing loss.
All three of the deaf or hard of hearing participants expressed frustration when
communicating with family members. This becomes especially apparent at times when
families tend to congregate, such as at the dinner table, family gatherings, and while on
vacations. Communication bonds humans together and those with hearing loss want to be
involved in the process. Deaf and hard of hearing individuals know when important
information is being left out or summarized for them. Thus, families must find a way to
include everyone in the communication process and may need to modify their modes or
strategies of communication.
Another issue underlying communication is language development. Some
participants specifically feel that their deaf or hard of hearing family member was
deprived of language. The time of the identification of hearing loss is crucial to language
development. Hearing screenings are now conducted for newborns before they leave the
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hospital. With such programs, the average age of hearing loss identification will become
earlier. This is an important implication for professionals who work with those who have
a hearing loss. Professionals must take into account the needs and values of the family,
consider the amount of hearing loss and residual hearing, and work with the family to
choose the most optimal methods and strategies for the individual to be successful.
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INTERVIEW PROTOCOL-

DRAFT

This research involves an oral interview that may evolve as it progresses. The following
is a list of "starter" questions for each topic that can reasonably be expected to be
covered. The following is a DRAFT of a questionnaire and may be modified for each
participant.

General Information
Name:
Date:
Date of Birth:
Gender:
RacelEthnicity:
Family Members and Ages:
Description of Hearing Loss:
Family Interests/Hobbies:
A. Were you deaflhard-of-hearing? Ifno, explain.
B. Was your family member born deaf/hard-of-hearing?

Ifno, explain.

Do you live with your immediate family?
A. Do you have any other impairment that may result in a disability?
B. Does your deaflhard-of-hearing family member have any other impairment
that may result in a disability?

Experiences:
Deaf I Hard-of-Hearing Participants
Where were you born and where did you grow up?
How did you interact with your parents and siblings?
How would you describe your relationship with your parents and siblings?
Is anyone else in your family deaflhard-of-hearing?
What was your childhood like?
In your experience, how has the level of family involvement been in healthcare, school,
audiologic services, etc.?
How much was your family involved in other aspects of your life?
When did you first realize that you were deaf/hard-of-hearing
hearing family members)?

(different from your

What was your reaction?
How did you get information about your hearing loss?
Who was the most helpful to you?
Other- Famlly Members: Parents, Chlldren, Siblings, Etc.
Where were you born and where did you grow up?
How did you find out that your family member was deaflhard-of hearing?
What was your reaction?
Is anyone else in your family deaflhard-of hearing?
How did you get information on the condition?
Who was the most helpful to you?
How does your family interact?
What was your childhood like?
How would you describe your relationship with your deaflhard-of-hearing
member?

family

In your experience, how has the level of family involvement been in healthcare, school,
audiologic services, etc.?

Emotional Support:
Deaf I Hard-of-Hearing Participants
How do you think your family views your hearing loss?
How has your family been a source of support or stress?
How do you view your hearing loss?
Other- Family Members: Parents, Children, Siblings, Etc.
How do you view your deaflhard-of-hearing family member's hearing loss?
How do you think other family members view the hearing loss?
How have you given emotional support to your deaflhard-of-hearing

family member?

Do you think your family has been a source of support or stress?

Attitudes:
Deaf I Hard-of-Hearing Participants
Have you ever experienced any discrimination?
Has your family ever treated you differently because you are deaf/hard-of-hearing?
How do you answer spontaneous questions (ex. from a stranger) about your hearing loss?
How do you respond to comments about your hearing loss?
As you have grown older, do you view your hearing loss differently?
At any point in time, have any of your family members expressed negativity towards
your hearing loss?
Other- Family Members: Parents, Children, Siblings, Etc.
How do you answer spontaneous questions (ex. from a stranger) about your family
member's hearing loss?
As you have grown older, do you respond differently when others ask about your family
member's condition?
Has your family member ever experienced any discrimination?

Communication:
Deaf I Hard-of-Hearing Participants

Do you use ASL, Signed English, both, or neither?
When did you learn ASL or Signed English?
Do you identify with Deaf culture? If yes, do you feel that Deaf culture has supported
you in ways that your family has not? Explain.
Do you use oral communication?
Does your family sign with you?
Do you feel that you can talk to members of your family about important, personal
matters?
Have you ever felt isolated from your hearing family members? Explain.
Can you describe any other activities that hearing families may take for granted, but you
and your family have modified (television, music, telephone, etc.)? How do you modify
these activities?
Are there any other communication difficulties that exist in your family?
Other- Family Members: Parents, Children, Siblings, Etc.
How do you communicate with your family member at home?
Does your deaflhard-of-hearing

family member use ASL or Signed English?

Does your deaflhard-of-hearing

family member use oral communication?

Raising/growing up with a deaflhard-of-hearing family member, was it difficult to
modify your communication styles? If yes, how?
Do you use ASL or Signed English?
Are there any particular communication difficulties in your family?
What are some strategies that you have found useful when your family member does not
understand you?
Can you describe any other activities that hearing families may take for granted, but you
and your family have modified (television, music, telephone, etc.)?

Impact:
Deaf I Hard-of-Hearing Participants
How has your family influenced you?

How do you feel about marriage and children? How would you feel about raising a child
with hearing loss?
What, if anything, will you do differently if you decide to start a family of your own?
Did you ever experience any special attention?
Have you ever felt isolated or left out of your family?
Describe your experiences as a deaf or hard-of-hearing person growing up in a hearing
family. Or, describe your experiences growing up in a deaf or hard-of-hearing family.
Have any of your family members ever expressed any resentment or disappointment?
Other- Famlly Members: Parents, Children, Siblings, Etc.
What kinds of sacrifices have you made?
Have you ever felt overly responsible?
Describe your experiences as the sibling/parent of a person who is deaf or hard-ofhearing.
Did you experience any resentment or disappointment?
How has your deaf/hard-of-hearing
Has your deaf/hard-of-hearing
children, etc.?

family member influenced you?

family member changed your views on family, marriage,

What, if anything, would you do differently if you were a parent of a deaf/hard-ofhearing child?

